
A Silent Triad of Need

Down Syndrome, 
Aging, 

& Dementia

Kathryn Pears, MPPM
National Task Group on Intellectual 
Disabilities & Dementia Practices (NTG)

Ley Linder, MA, M.Ed., BCBA
Crescent Behavioral Health
EmpathIQ Behavior Collective



Medical Disclaimer
The information in this presentation, including ideas, suggestions, techniques, and 

other materials, is educational in nature and is only provided as general 
information and is not medical or psychological advice.  The developers and 

presenters accept no responsibility or liability whatsoever for the use or misuse of 
the information contained in this presentation, including links to other resources.  
All links are for informational purposes only and are not warranted for content, 

accuracy, performance, effectiveness, applicability or any other implied or explicit 
purpose. The NTG does not recommend or endorse any specific tests, physicians, 

products, procedures, or other information that may be mentioned in this 
workshop.  Reliance on any information is solely at your own risk. 

NEVER DISREGARD PROFESSIONAL MEDICAL ADVICE OR DELAY SEEKING MEDICAL 
TREATMENT BECAUSE OF SOMETHING YOU HAVE HEARD IN THIS PRESENTATION.



Presentation Notice

1.Relationships with companies that manufacture products are included in 
the discussion.  (none)

2.Relationship with any commercial supporter(s) of the activity. (none)

3.The intent to discuss off-label, unlabeled, or investigational use of a 
product not yet approved for the discussed purpose. (none)

4.Conflict of Interests (none)
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Identifying Dementia
Common & Existing Tools

• Residential, vocational assessments, PCP
• Caregivers/family with long-term knowledge

• “Something isn’t right” 

Assessments & Screenings

• NTG-EDSD
• Dementia Screening Questionnaire for 
Individuals with Intellectual disabilities (DSQIID)

Management Options

• Pharmacological (Aricept – donepezil, 
Namenda - memantine)
• Behavioral management

• Routine primary care
• Specialty care as indicated (Neuro, PT/OT/ST)

Other Considerations

• Down Syndrome Regression Disorder (DSRD)
• “Prove to me it isn’t dementia”



Down Syndrome Regression Disorder

• Characterized by a loss of previously acquired 
adaptive, cognitive, and social functioning in 
persons with DS, usually in adolescence to early 
adulthood.

• Symptoms without a distinct cause
• Under the age of 40, Alzheimer’s disease is highly 

unlikely (especially in children and young adults)
• Regression (DSDD) can be caused by one or 

multiple causes.  Each case is unique.
• Regression, like Alzheimer’s, is a “diagnosis of 

exclusion.”
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Functional decline is the decrease in physical and/or cognitive functioning and 
occurs when a person is unable to engage in activities of daily living

Parkinsonism Sleep Apnea
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Change in Function
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Aging with a 
neurodevelopmental 

diagnosis: 
e.g., IDD

Aging with a mental 
health diagnosis:
 e.g., depression

Medical issues – 
chronic, acute, 
comorbidities:

e.g., arthritis, sleep 
apnea, high 

cholesterol, and 
hypertension

Psychosocial 
stressors, past and 

present: 
e.g., death of 

caregiver (family, 
staff), change in 

housemate, move
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What factors can 
account for 
behavioral, 
cognitive, or 
adaptive change?



Meet Terry
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NTG-Early Detection  Screen for Dementia (NTG-EDSD)
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§ An administrative screening tool that 
can be completed by support staff and 
caregivers to note the presence of key 
behaviors that may be associated with 
dementia

§ Picks up on health status, ADLs, 
behavior, function, memory, and self-
reported problems

§ Available in multiple languages

§ Used to provide information to the 
physician or diagnostician on function 
and to begin the conversation leading to 
possible assessment/diagnosis
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NTG-Early Detection  Screen for Dementia (NTG-EDSD)
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Resources
The National Task Group on Intellectual Disabilities 
& Dementia Practices (NTG) Website
www.the-ntg.org

The NTG-Early Detection Screen for Dementia (NTG-EDSD)  
https://www.the-ntg.org/ntg-edsd

The NTG Consensus Recommendations for the Evaluation 
and Management of Dementia in Adults With Intellectual 
Disabilities
https://www.mayoclinicproceedings.org/article/S0025-
6196(13)00371-6/pdf 
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Additional	Resources

NDSS Alzheimer’s Disease & Down Syndrome: 
A Practical Guidebook for Caregivers
https://ndss.org/resources/alzheimers-disease-down-
syndrome-practical-guidebook-caregivers 

NDSS Aging and Down Syndrome: 
A Health & Well-Being Guidebook
https://ndss.org/resources/aging-and-down-syndrome-
health-well-being-guidebook
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Visit                       in the
 Exhibitor Hall!

Questions, Comments, Discussion!
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